Introduction
This article deals with the experiences of patients with chronic obstructive pulmonary disease (COPD) and their family members in relation to the meaning of their interactions with healthcare providers to their self-management of COPD after a hospitalisation for a severe exacerbation in COPD (AECOPD). This is an important area in healthcare practice, because it raises some central issues in how to create individualised and coherent health care in follow-up upon the discharge and further support for daily self-management of COPD.
COPD constitutes a major health problem and a leading cause of mortality worldwide (1) . The natural course of COPD involves a progressive decline in lung function and a simultaneous worsening of breathlessness, coughing and sputum production (1) . Beyond these somatic problems, COPD patients have reported social isolation and depressed emotions (2) . Throughout the illness trajectory, ongoing experiences of shifts between good and bad days can make daily living unpredictable and daily care hard to manage (2, 3) . Episodes of AECOPD, which can occur increasingly as the illness progresses, can be life threatening, and experiences related to a hospitalisation and recovery can lead to increased limitations and levels of uncertainty (2, 4, 5) . Families who live with and care for COPD patients must also deal with these challenges and can suffer from stress and powerlessness (2, (6) (7) (8) . Thus, COPD patients and their families can be confronted with extensive demands on their capacity to participate in their own care during the illness trajectory.
In order to better help and support COPD patients and their families in their daily living, there is increased focus on supporting self-management in COPD health care (1, 9, 10) . Iterative interactions between patients and healthcare providers and encouragement of patient participation in one's own care are recognised as important components of self-management interventions (1, 9, 11) . However, as several studies have indicated, the implementation of adequate support of self-management in COPD remains a challenge (12) (13) (14) (15) (16) (17) (18) . The challenge is, therefore, to understand how to create fruitful interactions that would allow us to identify COPD patients' and their family members' individual experiences, values and preferences.
From the perspectives of COPD patients and their family members, the overall picture is that self-management in COPD is complex and challenging (19) (20) (21) (22) . A review, which related to the community context, identified that a range of physical, psychosocial and existential factors can affect the individual's capacity to self-manage (20, 22) . One of the conclusions drawn, however, was that the influence of the interaction with healthcare providers and the healthcare system on self-management seemed important, albeit less explored (22) . Similarly, Jonsdottir (17) points to a need for more focus on the importance of the relationship between patients and healthcare providers, and for more focus on the family, in research regarding self-management interventions. However, some impression of the significance of the interaction with healthcare providers during follow-up after a discharge can be gained from a Danish study in which patients suffering from a range of respiratory diseases described difficulties in sharing their stories with healthcare professionals in outpatient respiratory medical clinics (23) . Consequently, they did not feel that their needs to discuss their coping with the illness and existential aspects of their everyday life were adequately met (23) . Similarly, receiving personal attention in an atmosphere in which there is enough time taken for the person, apart from their illness, was stressed as important by COPD patients during consultations in a Dutch outpatient clinic and at their general practitioner's surgery. Moreover, they also revealed difficulties in talking about their own goals and troubles in self-management with healthcare professionals (24) .
Hence, paying greater attention to interactional aspects seems to be warranted in future research within the area of self-management in COPD. Because interactions with healthcare providers occur over time, a further understanding of patients' and families' evolving experiences might be valuable (25) . Therefore, the aim of this study was to explore the meaning of COPD patients' and their family members' experiences of interacting with healthcare providers to their daily self-management over time.
Methods
This study is a part of a larger, qualitative longitudinal study designed to explore COPD patients' and their family members' experiences related to a coherent part of the treatment and illness trajectory during and after a hospitalisation for a severe AECOPD (26) . This article relates to the time after the hospitalisation and involves a period of up to 18 months postdischarge. Results concerning the time during the hospitalisation and the discharge will be reported separately.
A phenomenological-hermeneutical approach inspired by the French philosopher Paul Ricoeur's work around narrative and interpretation guided the study, because it allowed us to investigate the participants' experiences and to seek a new and deeper understanding of 'beingin-the-world' (27, 28 ). An ethnographically inspired fieldwork made it possible to achieve realistic accounts and outline the participants' experiences related to their interactions with healthcare providers over time (29, 30) .
Participants
The study was conducted in a department of respiratory medicine at a regional acute hospital in rural Denmark and in the participants' own homes. In the department, in which the study took its starting point, the clinical pathway was organised in such a way that after being stabilised in an acute care or intensive care setting, patients were transferred to the respiratory medical ward for further treatment and follow-up on discharge.
The patient participants were recruited consecutively during their stay on the medical ward. As the study proceeded, purposeful sampling was employed to achieve the best possible diversity in age and gender (31) . The inclusion criteria were doctor-diagnosed COPD, hospitalisation due to an AECOPD and Danish-speaking. Medically unstable or palliative care patients were excluded. Subsequently, based on the choice of the patient, a family member was included. In the period after hospitalisation, 10 patients and seven family members participated in the study. All family members were spouses living together with the patient-four women and three men. Characteristics of the patients are presented in Table 1 .
Data collection
For the purposes of this article, daily living after an AECOPD and the health care related to diverse follow-up upon discharge were in focus. Accordingly, data collection was carried out between 2014 and 2016 during visits to the pulmonary outpatient clinic and in the participants' homes. The path of the data collection is illustrated in Figure 1 . The individual study periods ranged from the stay during hospitalisation up to 18 months, and the participants underwent different treatment and illness trajectories. Therefore, throughout the study, each patient was followed differently by the data-collecting researcher. The final data set comprised 22 interviews and various field notes.
Data were generated by the use of repeated participant observations and interviews. From the participant observations, it was possible to follow the interactions between the participants and healthcare professionals. The participant observations were supplemented with informal interviews, which allowed conversations about how they experienced the actual situation (29, 30) . As COPD is a respiratory illness, patients could find too much talking exhausting. Considering this, Ek et al. (32) pointed to repeated interviews as a valuable method to give patients with advanced COPD time to tell their stories without stress. In accordance with this, in-depth ethnographic interviews were undertaken in the middle and at the end of the study period. Each participant was interviewed once or twice. Apart from two interviews, which were held at the hospital, they took place in the participants' own homes. Some of the interviews were performed jointly with patients and family members, and some separately. Whether the interviews were joint or individual was a decision made by the participants and, in some cases, the decision was made based on practicality. To capture the topic of interest, a semistructured interview guide was used, including open questions like: 'Please, tell me about your experiences of daily care?' 'How do you manage to seek help?' and 'How do you feel supported?' The interviews lasted from 14 to 95 minutes were digitally recorded and transcribed verbatim.
Data analysis
Data were analysed by use of the Ricoeur-inspired method on three levels: na€ ıve reading, structural analysis and critical interpretation and discussion (27, 28, 33, 34) . To gain an overview and impression of the meaning of the text as a whole, the transcriptions and field notes were read several times. In accordance with Ricoeur (28) , in the na€ ıve reading one listens to what moves or touches one in the text.
The structural analysis was carried out in order to open up the whole text and allow for a further interpretation of the participants' experiences (34) . At this level, a primary interpretation was performed by reading and dividing the whole text into meaning units. Concretely, this was done by identifying quotations in the text material ('what is said') that illuminated the same meaning. Next, units of meaning with the same content of significance ('what the text speaks about') were extracted. Thus, at Based on the emerging main theme and subthemes, the critical interpretation and discussion were reflected on in relation to Meleis' theory of transition and Scheel's theory of interactional nursing practice (35, 36) , and other research. It was a process that moved from the specific to the general until a trustworthy interpretation was achieved (28) .
Ethical considerations
The study was registered by the Danish Data Protection Agency (ID no.: 2008-58-0020). No further ethical approval was required. The participants received written and oral information about the study, they signed informed consent and they were guaranteed confidentiality. At every contact, oral information was repeated to inform the participants about their right to withdraw without adverse implications for their care (37) . The participant observations and interviews were carried out with COPD patients, for whom breathlessness and fatigue could make longer conversations tiring (32) . In order to ensure their comfort and well-being, the interviews were adjusted to their needs for rest.
Results
The na€ ıve reading opened up areas of significance in COPD patients' and their family members' evolving experiences and feelings about their self-management and contacts with different healthcare providers. During a period of transition, there appeared to be positive moments; however, there were also concerns and doubts, which related to difficulties in working out whether and when to seek care, which providers would meet their needs, how to self-manage and how to cope with help and support from providers. Table 2 illustrates the dialectic movement in the structural analysis from quotations to the units of significance and to the emergence of a main theme and three subthemes. By following the structure of the table, this process is presented in the following section. P refers to patients and F to family members. Seeking support from follow-up healthcare services Let down, passive and discouraged Patient: 'I was supposed to have my own personal training programme, but then suddenly I was moved [to another hospital]. . . so it came to nothing. . . I'm just sitting and waiting. . . And I don't think they [the health professionals] can do that much for me' (P15, 11 months after discharge) Patient: 'After the discharge, I get sent an appointment time when a month has elapsed, and then the nurse at my GP practice see me. . . she calls the doctor if needed. I feel very well followed up. My GP praises me for being active' (P1, 10 months after discharge) Safe in having easy access to support of the daily selfmanagement Navigating between healthcare providers Stuck with opposing advice -and left without help Patient: 'It's hard when my GP says that he doesn't want to treat my insomnia while I'm attending the lung clinic, and the [health professionals] there say that I should go to my GP' (P5, 10 months after discharge) Relative: 'It should preferably be our usual home helper, who comes and helps my husband with his care in the mornings. Otherwise he has to talk more and be more engaged, and then it affects his breathing' (F4, 9 months after discharge) Stressed about changes in usual healthcare provision Collaborating with healthcare providers at home Relative: 'Here there was a total circus. . . a room had to be cleared to make space for my husband's hospital bed. . . I said to the local authority staff that it was a pity that it looked like an old people's home, but nothing could be done about it' (F7, 8 months after discharge) Disengaged and limited in selfdetermination P, patients; F, family members.
Between hope and hopelessness
The main theme that emerged reflected the analysis, which showed that, over time, the encounter with healthcare providers included frustrations, concerns and doubts, which related to experiences of shifts 'between hope and hopelessness'. Below, the underlying subthemes are presented separately in order to create clarity, in the full knowledge that they interrelate with each other.
Seeking support from follow-up healthcare services
The analysis indicated that participation in appropriate healthcare services after a hospitalisation can contribute essentially to the experience of hope for the future. For one patient, who presented a pessimistic view of her situation, the offer of a rehabilitation programme at first made her more optimistic. However, 6 months after discharge, she was still waiting to participate and was worried about whether she could manage to leave her home. Seven months later, she reported that she was relieved; in the intervening time, she had succeeded in completing the programme: 'It [the rehabilitation programme] has got me going . . . I have vacuum cleaned several times and go out with others . . . everything seems maybe a bit brighter now' (P13). The quotation indicates that optimism and hope can be gained from feelings of being empowered and more outgoing with others. Obviously, feeling encouraged to lead a more active lifestyle could be motivating and help turn a hopeless life situation to the better. Despite the good outcome, a lack of continuity and waiting time, as in the case above, seems to delay the support, a reduction in which might be a key to increasing power and hope for the future. Moreover, if healthcare providers' initiatives did not turn out to be supportive, or if they failed, hope appeared to fade. Seven months after discharge, a married couple spoke about their worries and hard efforts to attain support to self-manage repeated episodes of exacerbation. Their general practitioner presented them with the opportunity to receive daily telemedicine consultations. The couple found the solution promising; however, 7 months later, their hope had been shattered, because nothing came of it. Instead, they could call a local nurse, but their experience with the service was poor: 'When he [her partner] phoned the COPD nurse and said that he was in a bad way, he was told he had to phone our GP. That's no use' (F9). The statement indicates the frustrations that can arise for both patient and spouse, if the service does not turn out to be useful and even makes access to medical assessment more awkward. Furthermore, the passivity that emerged for the participants in this study could indicate a lack of power and knowledge about how to follow up upon healthcare professionals' promises or suggestions. However, it could also be interpreted as a sign of growing resignation in repeatedly feeling let down and discouraged in the encounter with the healthcare system.
Navigating between healthcare providers
Easy and ongoing access to medical assessment and advice from healthcare professionals was expressed as essential to deal with the variations in the experience of COPD and its comorbidities. However, breathlessness and fatigue could hinder patients in pulling themselves together to make any contact. Regular appointments were therefore seen appropriate to make encounters with healthcare professionals manageable: 'After the discharge, I get sent an appointment time when a month has elapsed, and then the nurse at my GP practice see me. . . she calls the doctor if needed. I feel very well followed up. My GP praises me for being active' (P1). The expression shows that an alliance built up with a familiar healthcare provider can be associated with feelings of being safe in having easy access to help and support of the daily self-management. Thus, having the opportunity to interact with the same healthcare providers, who create good conditions for iterative communication, feedback and guidance, can appear to be encouraging and possibly be preventive in the long run. This could be linked to the opportunity of getting timely and proper help before a problem gets worse and to the hope for future well-being.
In contrast, worries and frustrations related to navigating among different healthcare providers became visible in how one patient and her relative repeatedly sought help for a problem with insomnia. During her hospitalisation, the patient was advised to talk with her general practitioner about the problem. In the outpatient clinic later, she and her husband got the same advice again. Nine months after the discharge, her need for help had not yet been met: 'It's hard when my GP says that he doesn't want to treat my insomnia while I'm attending the lung clinic and the [health professionals] there say that I should go to my GP' (P5). The quotation points to the confusion encountered when one is stuck with opposing advice. As in this case, being passed around, and being confronted with healthcare providers who showed caution in addressing problems and could seem reluctant to take responsibility for the situation, engenders a risk that patients and family members can feel lost and be left without help. If this happened repeatedly, there could be increased frustrations, concerns and doubts about being able to get the right help, which could end up as feelings of hopelessness.
Collaborating with healthcare providers at home
When the situation demanded it, use of regular healthcare services made it possible to receive assistance with Interactions with healthcare providersdaily self-management, but close collaboration with healthcare providers was important to make everyday life work well. The following statement from a spouse shows the support in the daily service but also the worries that could occur if the usual routine changed: 'It should preferably be our usual home helper who comes and helps my husband with his care in the mornings. Otherwise he has to talk more and be more engaged, and then it affects his breathing' (F4). From the couple's point of view, not being able to get help from the same person each day was understandable; however, they appreciated being kept as informed about changes as possible. They related about certain healthcare providers with whom they did not collaborate well and from whom they therefore did not want to receive help. The increased breathlessness, which here was described as a consequence of changes in how and by whom care was provided, points to a sensitivity to disturbances, which patients with respiratory problems might have. To interact with healthcare providers who are responsive to this sensitivity seems to be important for both patients and family members, in order to maintain a sense of quietude and continuity, and a subsequent hope to carry on living as normal.
When changes in the delivery of help and support after discharge occurred, the discontinuity this caused in daily life could be accompanied by increased worries and uncertainty: 'Here there was a total circus. . . a room had to be cleared to make space for my husband's hospital bed. . . I said to the local authority staff that it was a pity that it looked like an old people's home, but nothing could be done about it' (F7). The statement indicates the frustration for this spouse in being disengaged and thereby limited in self-determination. The sadness and resignation expressed in the statement can be interpreted as a recognition of feeling unable to change anything. It seems that, in order to be able to integrate regular healthcare services at home well, it is essential for patients and family members to have the opportunity to engage with and prepare themselves for the changes involved.
Discussion
The longitudinal study provides insight into the broader experiential perspective of COPD patients' and their family members' interactions with healthcare providers and services, related to their self-management in a coherent period after a hospitalisation for a severe AECOPD. The study adds to the area of research concerned with selfmanagement in COPD, by showing that, over time, interacting with healthcare providers entailed opportunities to strengthen or maintain daily self-management and hope for the future; however, it could also entail reduced faith in being able to get the right help and feelings of hopelessness.
The results suggested that if the interaction with healthcare providers is perceived as motivating, guiding and supporting, it can be associated with hope, while if it is perceived as disengaging and discouraging because of poor communication and discontinuity, it can at times be associated with hopelessness. The ways in which patients in this study felt encouraged and attained a sense of hope confirm findings from other studies. Halding and Heggdal (38) found that patients who participated in a Norwegian pulmonary rehabilitation programme reported experiences of being enabled to change their focus from a fatalistic view of their situation to gradually seeing opportunities for future health and well-being. Like the feelings of being empowered and being more outgoing with others, which were revealed in our study, patients in an Australian homed-based pulmonary programme reported hope through empowerment and social support, which led to further hope of independence (39) . As in this study, both studies related hope to increased selfmanagement. This is confirmed further in a survey, which showed that high levels of hope and optimism were associated with a high level of self-care in people with COPD who attended a community-based self-management course (40) . The significance of hope might be understood further from a qualitative study, which pointed to the importance of hope for people with chronic illness to manage difficult situations in life, such as loss and suffering (41) . In the light of that, it is understandable why support, which can be associated with facilitation of hope, is important for COPD patients and family members to self-manage and overcome their many illness-related troubles.
However, in situations where the access to help or the interactions with healthcare providers were difficult or did not turn out as desired, hope could shift towards hopelessness. According to Delmar et al. (41) , being chronically ill means being exposed to changes and being pushed into movement. This means that the existence of hope and the pressure of doubt must be understood as conditioning for acceptance and achievement of harmony with oneself and those in one's surroundings. If doubt shakes the hope, the patient might shift towards hopelessness (41) . Understood in this light, when the patients and their family members in the present study experienced doubts about getting help, this meant that their hope could be shaken and that acceptance of and harmony with themselves and their surroundings could be difficult to achieve.
The findings of this study revealed that available and iterative encouragement, guidance and help from healthcare providers were of importance in dealing with the multiple transitions that emerged during the 18-month period after the AECOPD. The significance of going through transitions can be reflected on in view of Meleis' theory of transition (35) . According to the theory, a transition involves people's responses during a passage of change, such as when illness occurs or worsens (35) . The way that the patients and family members in the current study showed worries, frustrations and hopelessness in relation to, for example, exacerbations and failing help and support corresponds to the vulnerability that Meleis et al. (35) link to the experience of health-illness transitions.
A further understanding of the experience of transitions in COPD can be gained from the Norwegian study of patients' experiences of health transitions in the first year after participation in a pulmonary rehabilitation programme (38) . The study demonstrated that, after a year, patients still were in transition and showed a need for ongoing adjustments to changes in health. Together with ongoing difficulties in implementation of new practices and maintenance of motivation for self-management, reduced access to professional support after ending the programme could increase uncertainty (38) . According to Meleis et al. (35) , nurses must be aware of the flow and movement over time, which characterises all transitions. Therefore, nursing practice in times of transition must include assessment, and maybe reassessment, of readiness to change and involve support of healthy processes (35) . Seen in this perspective and in the light of Halding and Heggdal's (38) research, continuous interactions and useful communication with healthcare professionals about readiness to change are essential to sustain self-management, hope and healthy transitions.
The passivity, which emerged in our study, could indicate a lack of power and knowledge about how to follow up upon healthcare professionals' promises or suggestions. In the previous literature, the challenge for patients in understanding received information and to access support in the community has been described in relation to limited health literacy in patients with COPD (22, 42) . It has been reported, furthermore, that low socioeconomic status and low levels of education are associated with a higher risk of development of COPD (43) . Moreover, socioeconomic status has been found to negatively affect the capacity to self-manage a chronic condition (44) . Thus, COPD patients might be particularly burdened in that regard and their difficulties in accessing health care might be critical, while it isolates them from the help and support, which they need to self-manage adequately.
Our study indicates that interactions with the same healthcare providers, who create good conditions for iterative communication, feedback and guidance, can appear to be encouraging over time. However, experiences of negative encounters with healthcare providers could be discouraging. From the perspective of nursing as an interactional practice, care should be provided in a way in liberating which patients and their family members can acquire action competence (36) . This makes clear the significance of the negative encounters between COPD patients, family members and healthcare professionals and the consequently limited options to feel empowered to self-manage properly. In interactional nursing practice, care activities related to COPD patients and families in situations with a need for medical assessment, advice or practical care arrangements at home can be ascribed to what Scheel et al. (36) describe as the cognitive-instrumental mode of action. However, according to Scheel et al. (36) , this mode of action cannot exist alone. In order to address COPD patients and families' readiness for change, literacy, worries, hopes and doubts, during the transitional time after a severe AECOPD, the aesthetic-expressive mode of action is important. This activity is aimed at a mutual dialogue whereby all parties can relate reflectively (36) . In the efforts to encourage collaboration with patients and family members, nurses and other healthcare providers must also apply the moralpractical mode of action, which involves care being provided in accordance with ethical norms (36) . In this study, the meaning of this became visible in the challenges and lack of engagement, which patients and family members could face in relation to receipt of daily services at home.
Beyond the above-mentioned three modes of actions, Scheel et al. (36) consider qualified nursing as a practice that builds on cooperation between nurses and interdisciplinary cooperation. Hence, nursing practice that is in agreement with this framework might be helpful to accommodate COPD patients and their families in their efforts to seek and use help in a way that contributes to the experience of easy access, positive encounters with healthcare providers and continuity in the care pathways and the community healthcare services after a hospitalisation for an AECOPD.
Limitations and strengths
The prolonged data collection and the use of serial participant observations and interviews as complementary methods have resulted in rich insights into sensitive and personal issues related to the experience of hope and hopelessness (25) . The use of both the patient and the family perspective might also have contributed to a more depth in the study (45) .
The results presented are what, within the group of authors, we found to be the most credible interpretation of the text. According to Ricoeur (28) , a text allows for more than one interpretation. The first author, the data collector, has a background as a skilled nurse in hospital care. This might have influenced her dialogue with the participants and her reflections during the research process. The four other authors were experienced researchers within the field of health sciences. Throughout the process of analysis, the authors tried to remain open to the text and to reflect critically on each other's interpretations. Along with discussions with researchers outside the team, this led to a deeper understanding of the text.
Conclusion
The longitudinal study showed that available and wellcoordinated healthcare services and alliances with healthcare professionals are of importance to COPD patients and their family members in terms of their self-management, hope and well-being in going through the transitional period after a hospitalisation for an AECOPD. Nevertheless, collaborating and navigating with different healthcare providers over time, across sectors and at home can be a challenge. Consequently, difficulties in receiving the help and support as needed, promised or preferred can involve feelings of doubt about the right help being available. Thus, with the right service at the right time and in the right place, it might be possible to avoid unnecessary frustration, concerns and hopelessness, which might impact self-management. This requires healthcare professionals who enable patient and family participation, collaborate with each other and coordinate healthcare services within and across settings and sectors.
Implications for practice
The results suggest a need for development and implementation of more graduated and integrated care programmes, which allow easy access to health care, smooth transitions and repeated encounters between COPD patients, families and healthcare providers. These programmes might be beneficial in meeting the ongoing need for support of self-management in COPD (1, 46) . The dialogue with COPD patients and families must be open and mutual, in a way that allows for follow-up to suggestions and advice, provides proper information and feedback and opens the way for new opportunities for actions that are relevant for each patient and family. Furthermore, paying greater attention to facilitation of access to health care might assist patients and families in learning to find their way through the healthcare system (47) . Moreover, healthcare providers must be aware that how they are responsive to the difficulties in being a patient and a relative in the area of tension between the hospital, the municipality and the general practitioner might influence the experience of hope and hopelessness.
